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is	 a	 contested	 concept3	 and	 has	 been	 described	 as	 a	 ‘poorly	 for-
mulated’	term.4,5	Facer	and	Enwright	argue	that	no	single	research	
method	can	be	labelled	‘co-production’	but	‘Instead,	there	are	myr-
iad	different	 forms,	 practices	 and	methods	 that	project	 teams	are	
using	to	address	the	question	of	how	to	create	new	knowledge	and	
practice	about	“communities”’.5
In	 this	paper,	 the	authors	 refer	 to	co-production	as	a	principle	
of	 engaging	 and	 integrating	 the	 multiple	 perspectives	 of	 stake-
holders	 to	 shape	 the	 understanding,	 and	 processes	 of	 knowledge	










collaboration’.9	 Perhaps	 rarer	 still	 is	 an	 account	 of	 co-production	
that	 is	 written	 primarily	 from	 the	 perspective	 of	 the	 ‘community	
researcher’.	In	this	paper,	we	address	this	gap,	with	co-researchers	




pirical	 evidence	 about	 the	 processes	 and	 outcomes	 of	 co-produc-
tion,1	highlighting	how	the	co-researcher's	roles	and	responsibilities	
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2  | BACKGROUND TO THE PROJEC T
It	 is	 not	 uncommon	 for	 qualitative	 health	 research	 to	 have	 its	
seeds	in	personal	lived	experience.	Arguably,	it	is	less	common	for	
research	 to	be	 initiated	by	a	member	of	 the	public,	who	 is	not	a	
researcher.	Nura	Aabe	came	to	the	UK	as	a	child	when	her	family	
fled	 the	 civil	war	 in	 Somalia.	When	her	 first-born	 son	was	 diag-
nosed	with	autism,	she	endured	many	years	of	personal	struggle,	
as	 she	 tried	 to	 understand	 and	 accept	what	 this	meant	 for	 him,	
for	her	 as	his	mother,	 the	 family	 and	wider	 community	 (see	Box	
1).	With	no	Somali	word	for	autism	and	prevailing	cultural	stigma	
around	mental	health	and	disability,	she	moved	from	initially	hid-
ing	 her	 son,	 to	 reaching	 into	 her	 community	 and	 establishing	 a	
support	network	for	Somali	families,	called	Autism	Independence	
(AI).	Members	of	AI	worked	with	a	 community	 theatre	 company	
to	 develop	 a	 play	 called	 ‘Yusuf	 can't	 talk’	which	was	 performed	




further	 research.	 Through	discussion,	Nura	 and	Dheeraj	 submit-
ted	an	 idea	for	research	to	the	NIHR	CLAHRC	West,	who	works	
with	 partner	 organizations	 including	 the	 NHS,	 local	 authorities	
and	 universities,	 to	 conduct	 applied	 health	 research	 and	 imple-














































commented	 that	 the	 findings	have	 resonance	 for	other	migrant	 and	
BME	 communities.	 Such	 feedback	 encouraged	 Nura	 to	 seek	 more	
ambitious	channels	of	dissemination.	She	connected	with	local	mem-




tional	 radio	 and	 television	 coverage	 followed	Women's	 hour,18	 BBC	
and	BBC	World	Service	and	Buzzfeed.19	All	of	this	culminated	in	Nura’s	
TEDx	talk,	'No	More	Us	and	Them	-	Disrupting	Attitudes	to	Autism'.20




to	 increase	 their	 cultural	understanding	of	autism,	 to	 refine	and	 im-
prove	the	delivery	of	services.	Aware	that	policymakers,	practitioners,	
community	leaders	and	others	could	use	the	research	findings	to	make	
change,	 the	 team	explored	ways	 to	broaden	 the	 impact	of	 their	 re-
search,	as	advocated	by	proponents	of	Participatory	Health	Research	










freely	available	online	 for	wider	use.	The	 film	 'Overcoming	Barriers;	
autism	in	the	Somali	community'	was	launched	in	April	201922	(Box	3).







health	 and	 social	 care	 research7	 and	 from	Roper	 and	Grey,11 who 



































reciprocity,	 power-sharing,	 inclusion	 of	 all	 perspectives	 and	 skills,	
and	valuing	knowledge	of	all	partners7;	and	(3)	developing	skills	and	
capacity	 and	opportunities	 for	 personal	 growth.6	 These	principles	
are	reflected	upon	using	first-person	narrative	insights	into	Nura	and	
Fiona’s	subjective	experience	of	coproduction.
1. Establishing effective partnerships




ing	enabled	 them	to	access	 funding	 from	NIHR	CLAHRC	West,	 to	
conduct	 qualitative	 research	 and	 from	 the	Wellcome	Trust	 to	dis-
seminate	the	community	theatre	work	with	ACTA	Theatre.	Through	
sharing	their	academic	knowledge	and	lived	experience	of	autism	in	








opportunity	 to	 collaborate,	 sharing	 knowledge,	 skills	 and	 experi-
ences	for	mutual	benefit.	Through	initial	meetings,	a	research	agree-
ment	document	was	written	which	formalized	the	contract	between	




Nura: I had little experience of research when this journey began and 
needed to assert myself in these early meetings. I was glad that the prob‐
lems facing our community were being taken seriously by the researchers 
but as we discussed the research question, I kept stating that the focus 
should be on families’ access to services. The other members of the team 
agreed and together we planned an interview schedule that would ex‐
plore this issue. The practical task of translating recruitment materials 
was the first step in working with Fiona on this project.
Fiona: Despite my extensive experience in qualitative research, I was 
initially unsure how the Somali parents might perceive me and whether 
they would feel comfortable in telling me their stories. On meeting Nura, 
I felt reassured that her lived experience would be critical to bridge the 
gap between myself, an unknown researcher, and Somali parents af‐
fected by autism.
2a. Building and maintaining relationships with organizations 
and communities
As	 familiarity	 grew	 between	 Nura	 and	 the	 research	 team,	 it	
was	 essential	 that	 the	wider	 community	was	 fully	 involved	 in	 the	
proposed	research.	As	noted	by	Kothari	et	al,24	this	required	com-
mitment	 to	 collaboration,	 communication,	 rapport	 building	 and	
negotiation.	Early	 ideas	and	plans	for	 the	research	were	discussed	
at	 community	meetings	with	 Somali	 parents.	 Sabi	 attended	 these	
meetings	 to	 familiarize	 the	 families	 with	 research	 and	 to	 explore	






thought	 this	 research	 could	 lead	 to	 finding	 a	 ‘treatment’	 or	 ‘cure’.	





and	purpose	of	the	research:	Nura	reflected:	There were times partici‐
pants asked what would happen to their interview and what it means for 
them. As a member of their community they were seeking my reassur‐
ance that they were in safe hands. I had to offer more support and spend 
time describing the meaning of research. Some of the research language 




bal cues were not always easy for me to read and this maintained my 





In	 order	 to	 redress	 the	 balance	 of	 power,	 the	 team	 attempted	 to	
create	a	sense	of	ownership	of	the	research	and	its	outputs	among	
the	members	of	AI,	via	regular	community	meetings	throughout	the	



















knowledge26	 and	 actively	 sharing	 decision	making1	 at	 each	 stage	
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of	the	project,	from	formulating	the	research	question	to	agreeing	
recommendations	and	negotiating	on-going	impact	work.




reflected:	 ‘We	 relied	on	each	other's	 insider	 expertise	 and	knowl-
edge	of	research	and	Somali	culture	to	negotiate	the	phases	of	re-
search.	 In	 particular,	 informed	 consent	 was	 challenging	 for	 Nura	
to	explain	 to	participants,	 requiring	 time	and	patience.	 In	 the	data	
collection	 stage,	 through	 the	 process	 of	 bilingual	 co-interviewing,	
which	 required	 openness,	 trust	 and	 continual	 reflection,	 our	 rela-
tionship	as	co-researchers	was	cemented’.
When	 collecting	 data,	 it	 was	 of	 key	 importance	 that	 partici-




and	 Somali.	 The	 experience	of	 bilingual	 co-interviewing	 enhanced	
the	working	relationship	between	Fiona	and	Nura,	bringing	 insight	
into	each	other's	worlds.	As	participants	switched	between	speak-
ing	 English	 and	 Somali,	 the	 co-interviewers	 had	 to	 be	 flexible	 in	
their	roles	and	Nura	negotiated	the	tasks	of	interpreting	questions,	
phrasing	questions	 in	a	culturally	 sensitive	way	and	prompting	 for	
elaboration.	Successful	coproduction	is	predicated	on	co-research-
ers	coming	together	frequently	to	reflect	on	the	research	process7 

































enabled	 her	 to	 take	 up	 posts	 to	 conduct	 several	 further	 research	
projects	linked	to	Somali	and	BME	community	well-being	research	
where	 the	 combination	 of	 cultural	 understanding	 and	 research	
TA B L E  1  The	authors’	core	principles	of	co-production:	drawn	from	key	principles	defined	by	INVOLVE7	&	Roper	and	Grey11

































































Participatory	 Health	 Research	 advocates	 that	 co-produced	
knowledge	 is	accessible	 to	multiple	audiences,	over	and	above	ac-
ademic	 communities21	 and	 the	 knowledge	 for	 this	 study	 had	 rel-








ers	 shared	 the	 study	 findings,	 professionals	 working	 with	 Somali	
families	began	to	request	more	resources,	to	increase	their	cultural	











nation	 (most	aptly	 illustrated	through	her	TEDx	talk20).	Nura’s	 lived	
experience	as	a	Somali	mother	of	a	child	with	autism	meant	that	to	her	






reflected:	Although it was challenging and at times even intimidating, 
disseminating the research findings enabled me to access a wide audience 
to share the barriers experienced by Somali families with autism. It allowed 
me to combine my lived and learned experience (living with autism, social 
work, research experience and MSc) for social change. My role as an in‐
sider carried the weight of the voices of the many AI families that I work 
with. As I stood in front of so many different practitioners, my method of 
disseminating was to deliver with both emotions and evidence.
For	the	research	team,	the	experience	also	had	 individual	 level	



















have	had	 the	opportunity	 to	share	of	 the	co-produced	knowledge	
with	a	variety	of	local	and	national	stakeholders.	The	film22	is	being	
















including	 ‘what	 is	autism’,	 ‘sensory	disorder’,	 ‘behaviour	manage-
ment’	and	‘types	of	communication’.	AI	also	started	a	wider	project	
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with	Barnardos,	Sirona	and	the	NHS	Community	Children's	Health	





that	 few	Somali	 families	 attended	 their	workshops.	Together	 they	
developed	specific	workshops	for	Somali	families,	which	were	well	







AI	now	advises	 and	 supports	 several	 schools	 in	 the	Bristol	 area,	 in-
cluding	collaborations	between	six	local	schools	to	improve	their	work	





The	 variety	 of	 synergies	 and	 outcomes	 from	 this	 project	 illus-
trate	 that	 co-produced	 knowledge	 can	 be	 disruptive,	 leading	 to	
transformative	social	outcomes.30
4.4 | Macro: Societal
Beckett	 et	 al	 propose	 that	 co-produced	 knowledge	 can	 be	 ‘trans-
formative	 at	 a	 broader	 macroscale	 where	 co-produced	 research	
combines	with	 other	 interventions,	 wider	 policies	 or	 practice	 pri-
orities	 to	create	dynamic	 synergies’.7	While	 it	 is	difficult	 to	assess	
the	macroimpact	of	co-produced	knowledge,	a	facilitator	to	achiev-
ing	 impact	 at	 a	 societal	 level	maybe	 achieved	 through	 presenting	
co-produced	 knowledge	 in	 accessible	 and	 creative	 formats.12 The 
use	 of	 both	 community	 theatre	 and	 film	 is	 examples	 of	 how	 this	
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